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Executive Summary
Background: Alzheimer’s disease and related dementias are becoming more prevalent
and individuals with the disease requiring much physically and emotionally from
caregivers. As caregivers are often thrust unprepared into their roles, the need for quality
education becomes increasingly important.
Purpose: The purpose of this study was to identify changes in caregiver perception after
participation in an interactive educational program. The following research questions
were used: 1) What is the perception of both professional and family caregivers about
their ability to provide care following an interactive education program for dementia
care? 2) Does an education program change the caregiver’s general knowledge of
dementia? 3) Does an education program for dementia care change the caregiver’s
perceived ability to care for the person with dementia?
Theoretical Framework. Education courses based on Cognitive Disabilities Theory and
Constructivist theory to promote interactive learning environment for the dissemination
of constructs that promote optimal functioning for a person with cognitive impairment.
Methods: Participants were family and professional caregivers of persons with dementia
recruited from caregiving courses offered by community education entities in southeast
Idaho. This was a mixed-method study. Pre- and post-testing was administered to gather
information regarding general dementia knowledge and perceptions of ability to fulfill
roles of caregiver and yielded quantitative data, while a semi-structured interview
conducted following course completion relayed qualitative data regarding the caregiving
experience.
Results. Initial participants indicated no significant change in their knowledge of
dementia, but an improvement in the perception of their ability to provide care was
measured. Qualitative interviews resulted in similar codes, however saturation was not
achieved to generate themes.
Conclusions: The objective of this study was to discover the impact of education for
caregivers of people with dementia. Although participation was limited, rich descriptions
were given with initial indications that perception positively improved after completion
of the education course.
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Section 1: Nature of Project and Problem Identification
Introduction
In a society where the population is aging, Sitdisease and related dementias (ADRD) are
becoming increasingly prevalent. Using United States census records, the National Center for
Chronic Disease Prevention and Health Promotion (2018) reported that the rate of death from
Alzheimer’s disease increased more than 50% between 1999 and 2014, making it the sixth
leading cause of death in the United States among adults. Because dementia is most often a
progressive condition, a person may experience both physical and functional decline, making
caregiving a necessary, and perhaps more daunting task. It is estimated that more than five
million Americans are currently living with the disease, with 16 million caregivers providing
18.4 billion hours of unpaid care (Alzheimer’s Association, 2018a). However, despite the desire
to provide the best care, families may find it difficult to care for their loved one due to demands
of caregiving, difficult behaviors as a result of the disease, and functional declines in activities of
daily living (ADL).
Because ADRD is so prevalent, there is a need for caregivers, particularly in the home
environment. The task of caring for a loved one with dementia is often shared by a team,
working together to improve quality of life for the person with the disease. This team may
consist of both family and professional caregivers. Family caregivers are individuals with no
formal training who are providing care because the person with dementia is a loved one, most
often a spouse or parent, who needs supervision and assistance with daily activities due to
cognitive impairment (Alzheimer’s Association, 2018a). Professional caregivers are paid to
provide care, and are trained to do so, although amounts and levels of training vary. Most work
for an organization such as home health, private duty care agencies or other social service
agencies. The care provided may be as little as a few hours of consultation to full-time live-in
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situations. They may provide a range of services from basic care such as housekeeping and
companionship, to skilled services requiring licensing such as administering medications and
clinical assessment (Alzheimer’s Association, 2018a).
Caregiver Education
Overall there is a need for caregiver education to ensure safe care of persons with ADRD.
Requirements vary for professional caregivers, while family caregivers have no requirements and
are more likely have little to no education about caregiving. Professional caregivers are likely to
receive training to care for an individual with dementia; however, the type and amount of
training can vary widely (Bokberg et al., 2014). In 2012, the Centers for Medicare and Medicaid
(CMS; 2018) introduced training standards through a program from the National Partnership, a
consortium consisting of a multi-disciplined team focused on client-centered care in skilled
nursing facilities. The program was used as a model to improve the treatment of people with
dementia, and outcomes were measured by monitoring the amount of antipsychotic medications
used for treatment of problem behaviors associated with dementia (CMS, 2018). Since
implementation of these education requirements by CMS, skilled nursing facilities caring for
those with dementia have seen a reduction in use of antipsychotic medications administered
(CMS, 2018).
As part of the Affordable Care Act, section 6121 requires CMS to ensure that nursing
assistants receive training on how to care for a person with dementia (Patient Protection and
Affordable Care Act, 2010). As a result, the “Hand in Hand” training course was developed and
instituted in skilled nursing facilities. The training course was focused on an audience of nursing
assistants in skilled nursing settings but could be utilized by other healthcare professionals.
Topics covered included basics of dementia, communication and prevention of abuse (CMS,
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n.d.). However, this training is not required in other settings such as assisted living, group
homes, and in-home care.
In an examination of dementia education standards for professional caregivers, the common
thread is that education is beneficial, but no common curriculum or standard is universally
provided. However, although content varies, some commonalities are apparent (Burke &
Orlowski, 2015). Some common topics include an overview of Alzheimer’s disease,
communication skills, managing behavior, and working with families to provide a safe
environment.
Education for professional caregivers working with the dementia population are regulated at
the state level, as well as by CMS for facilities that receive Medicare funding. The state
determines what caregivers are impacted, with separate requirements for caregivers working in
skilled nursing, home health and adult day care settings (Burke & Orlowski, 2015). For example,
in Idaho, caregivers in assisted living and residential care settings have a requirement for less
than ten hours of training while those working in skilled nursing have no such requirement
(Idaho Department of Health and Welfare, 2018). Implementation of training is left to the
discretion of the facility, but Idaho Department of Health and Welfare determines that the topics
listed above must be included.
In Idaho, family caregivers have no such legislation or regulation, unless qualifying as a
Certified Family Home (Idaho Department of Health and Welfare, 2018). This lack of direction
leaves a family caregiver to his or her own devices to seek training that would be beneficial for
both the caregiver and care recipient. Unfortunately, caregivers often lack the time and financial
resources to commit to training. Indeed, the average family caregiver provided 21-27 hours of
care for week while also working in an outside job averaging 35 hours per week. They
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additionally reported over two times the out-of-pocket costs of their non-caregiver counterparts.
The strain of caregiving required many to decrease outside employment, resulting in further
financial strain (Alzheimer’s Association, 2018a).
Congress has recognized this strain and with the influence of the Alzheimer’s Impact
Movement, the Alzheimer’s Association’s advocacy arm, passed legislation that will begin to
address the need for family caregiver resources. The Recognize, Assist, Include, Support, and
Engage (RAISE) Family Caregivers Act was signed into law in January of 2018 and begins the
development of a national strategy to “provide education and training, long-term services and
supports, and financial stability and security for caregivers” (Alzheimer’s Association, 2018d).
Although this is a victory for caregivers, it is only a beginning in developing resources for family
caregivers.
Benefits of Education
Both family and professional caregivers can benefit from education. Among the most highly
requested topics include general information about dementia and Alzheimer’s disease, how to
improve communication, managing difficult behaviors, and general care tips such as how to
transfer a person or help with showering (Alzheimer’s Association, 2018b). Education of these
caregivers has an impact on aspects of care. When caregivers are prepared for their role, results
are tangible. Training can result in improved confidence in caregiving skills (Ducharme et al.,
2011). For instance, when armed with the ability to recognize symptoms and behavior, these
difficult behaviors can be managed and curtailed (Carbone & Gugliucci, 2014). Currently,
difficult behaviors are a significant reason for institutional placement of the person with
dementia.

5

Professional and family caregivers of people with dementia often find it difficult to provide
care without the benefit of support and education. Indeed, caregivers in this population report
that they have little to no experience in performing needed tasks such as medication management
(Alzheimer’s Association, 2018a). As a result, many experience stress and burnout at a higher
rate than those caring for people without dementia. Up to 30-40% of caregivers experience
depression, compared to only 5-17% of similar aged peers (Alzheimer’s Association, 2018a).
Preparation and competency can help the family caregiver in his/her role and reduce depression
(Blom et al., 2015).
Typical Education Programs
Currently, there is a lack of continuity in what is provided in education programs for
caregivers of ADRD. The literature describes several education programs including the Family
Caregiver Training Program that teaches skills for activities of daily living (DiZazzo-Miller,
Samuel, Barnas, & Welker, 2014) and a home-based program addressing aggressive behaviors
(Huang et al., 2013). Despite the success of these programs, a clear-cut education model for
effective caregiving has yet to be identified.
In a society where quality care for those with dementia is becoming an increasing concern, as
well as emerging practice area in occupational therapy, the question must be raised regarding the
most effective education that can be delivered to support both family and professional caregivers.
Several options and supports are available to families, from federally funded and non-profit
programs to private sector alternatives.
Non-profit organizations such as the Alzheimer’s Association (2017) and National
Institute on Aging (2017) provide both on-line and in-person educational opportunities for family
caregivers for low and no cost. These training opportunities allow a family caregiver to receive
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more information on basic aspects of dementia and Alzheimer’s disease, as well as strategies to
deal with difficult situations such as common behaviors and financial issues. These programs
have been developed by health care professionals with expertise in the area of dementia care and
are designed to reach a wide, diverse audience with flexible options for timing of the course.
The trainings utilize informational slide presentations with video content to further illustrate
concepts presented.
Other options are available to both family and professional caregivers. Many private
agencies, such as Dementia Care Specialists (2016) also offer extensive training at a cost, both
financial cost and commitment of time and travel. These programs often result in certification at
the end of a specified course delivered in person and frequently utilize interactive techniques to
enhance the learning of the subject material.
Community programs offer local options for caregivers, both professional and family,
that can impact general perceptions and abilities. Interactive educational courses offered over a
span of time allow a caregiver to apply concepts and techniques learned in a practical, real-life
situation and then regroup with classmates and instructor to problem-solve and further build
upon concepts. If this format was provided to both family and professional caregivers, how
would the learning impact the caregiver?
Occupational Therapy and Caregiver Education
Caregiver education courses may be provided by licensed professionals such as nursing, or
by others with experience such as administrators and health educators. One component lacking in
this training is the integration of occupation and meaningful activity offered by occupational
therapists.
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Occupational therapy is aimed at promoting independence and reducing caregiver burden by
increasing caregivers’ sense of competence (Graff et al., p. 1002). “Occupational therapy can
greatly contribute to the dementia team” (Odenheimer et al., 2013, p. 705) and occupational
therapists often serve the dementia population by managing behaviors, educating families,
assessing cognitive levels and adapting activities and environments to provide the person with
dementia a safe and functional environment (Smallfield, 2017). Few professionals evaluate the
person, environment, and functional activities as thoroughly as occupational therapists. By
creating a plan for intervention to address the behavioral and psychological symptoms of
dementia, such as agitation, patients/individuals and families will be more likely to enjoy more
time in the home setting rather than institutionalization (Souza et al., 2015, p. 1207).
Occupational therapy practitioners are not only experts in occupation, but additionally have
expertise in teaching how to modify or restore an occupation that has been abandoned due to
cognitive impairments (American Occupational Therapy Association, 2014). Occupational
therapists offer a unique perspective in facilitating quality of life and optimal function (Warchol,
n.d.).
Statement of the Problem
Although education for caregivers of people with dementia is important, that training is
varied, inconsistent or absent. As caregivers fulfill their roles, time is limited, as is the ability to
research quality caregiver education programs. As consumers, caregivers coming into the role do
not necessarily know what education is needed (Kelley, Buckwalter, & Maas, 1999). Many
educational programs provide background about ADRD, and address the progression of the
disease. Depending on the source of the education, other components are addressed such as
activities of daily living (ADL), aggressive behaviors or communication issues. One topic that is

8

under-represented in the literature is the importance of meaningful occupation or activity in this
population (Smit et al., 2016). This is where occupational therapists can have a great impact.
In creating and teaching caregiver education courses in southeast Idaho, an informal polling
of caregivers revealed the limited understanding of importance of occupation and the impact the
lack of occupation has with aggression and behaviors. These behaviors are a major indicator in
the need for institutional placement (Coehlo, Hooker, & Bowman, 2007).
The question about what education is needed was raised when the author was designing a
home-based program for individuals with dementia, called Cognitive Care Plus, in southeast
Idaho. During the project pilot, it was found that both professional and family caregivers lacked
the education to successfully implement the program activities designed by occupational
therapists. For Cognitive Care Plus and other programs similar in nature to be successful,
education of both family and professional caregivers is key.
Research Questions
This study sought to address the following research questions:
1) What is the perception of both professional and family caregivers about their ability
to provide care following an interactive education program for dementia care?
2) Does an education program change the caregiver’s general knowledge of dementia?
3) Does an education program for dementia care change the caregiver’s perceived ability
to care for the person with dementia?
Purpose and Objectives
The purpose of this capstone study was to discover the impact of education for caregivers of
people with dementia. Education deemed important for this population focused on three basic
topics: general and basic information on dementia, behaviors and communication, and the impact
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of occupation in the lives of persons with dementia. The project sought to evaluate the
effectiveness of an education program that incorporated interactive learning strategies given to
caregivers, both family and professional, in a community-based educational forum. The training
sessions occurred over a period of time, one to three months, with the opportunity to implement
strategies between sessions.
Changes identified for the purpose of the study included general knowledge of dementia and
perceptions of a caregiver’s own ability to provide care. Therefore, this design utilized a pre- and
post- intervention questionnaire for participants involved in the education program. Results may
provide empirical evidence to support incorporation of interactive education approaches for
caregivers for those with dementia.
Theoretical Framework and Significance
The education courses provided to the caregivers were based in part on the Cognitive
Disabilities theory authored by Claudia Allen (Earhart, 2009). In this theory, understanding the
cognitive level is key to understanding and promoting a person’s best ability to function. It also
describes the dynamic interaction between cognitive abilities and functional activity (Earhart,
2009). The theory encourages ability remaining in each stage of dementia and the “just right
challenge” in order to promote participation in meaningful occupation. Understanding of the
cognitive level is important in understanding how to set up a successful environment and provide
appropriate level of assistance to achieve successful participation.
The “just right challenge” described above is not unique to this theory, but is
incorporated throughout occupational therapy practice. This concept achieves a balance between
ease and challenge of a task in order to promote a person’s participation without undue
frustration (Warchol, n.d). Translating this concept into training of caregivers results in improved
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delivery of educational concepts. Utilizing a person’s previous knowledge base and building
upon it to add new information contributes to the successful incorporation of education into daily
caregiving practices.
Constructivist theory also contributed to the successful implementation of this education
program. Constructivist theory specifically values activities and experiences of the learner and
meshes them with knowledge and beliefs through experiences and the meaning attached to them.
Occupational therapists value meaning in everyday experiences, thus this theory is conducive to
active learning (Torre et al., 2006). In this program, using active learning attaches meaning that
will help a participant, in this case a caregiver, use reflection and meaningful experiences to
enhance learning of new material. There is an expectation on the part of the learner to use
reflection to process experiences into learning, and the instructor facilitates opportunities for
critical reflection.
In an article by the Carnegie Mellon Institute (2015), the authors postulated that students
have to be active participants in the learning process. This is may not be a natural process and
can require some involvement and encouragement from the instructor. This can be a difficult
process for both, however, if successfully taught and implemented, can be invaluable as a lifelong learning skill.
The basic content of this education program came from available evidence and resources
as well as expertise of involved occupational therapists and was adjusted to fit the audience and
varied learning levels. The course was designed to be interactive, with supplemented videos and
activities that were intended to encourage dialog and incorporate experiences of those in the
course to learn about caregiving strategies. Caregivers learned strategies in the classroom setting
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and then were given the charge to implement with the care recipient between course sessions.
This would potentially improve the ability to successfully implement education concepts.
At this time, there is little funding for education delivered by occupational therapy
practitioners regarding dementia care within the traditional health care system using sources such
as Medicare and private insurance. Education is not traditionally reimbursed as a separate
intervention. Dementia has been viewed as a chronic condition with no cure, or even room for
improvement (Warchol, n.d.). If successful, this program may help policy makers understand the
importance of occupational therapy within this population, providing education to caregivers as
they learn to care for these individuals.
Summary
Many types of training programs are available for professional and family caregivers.
For a program to prove successful, it must be studied quantitatively and objectively. For this
purpose, this research support and proposal has been designed. The research proposal will
address the following question: would an interactive education program for caregivers, both
family and professional, improve ability to interact and care for a person with dementia and
impact the care received? The following section will discuss available literature.
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Section Two: Review of the Literature
When reviewing the available literature, broad search terms including dementia,
caregivers, caregiver education, and occupational therapy in dementia, were used. The following
data bases were utilized during the search process: CINAHL complete, PubMed, and Google
Scholar. The following discussion will describe attributes of dementia, what role occupational
therapy plays in dementia care, challenges in caring for individuals including communication
and behavior, and current findings regarding educational practices for caregivers.
Dementia
Dementia is a general term describing a set of symptoms impacting daily function due to
cognitive impairment (Alzheimer’s Association, 2017). Diagnostic criteria includes memory
impairment with at least one of the following: apraxia, aphasia, agnosia, or disturbance in
executive functioning (Porter & Kaplan, 2011). The onset is most often gradual and results in
eventual impairment in social or occupational functioning.
Alzheimer's disease is one of many types of dementia and contributes the largest
percentage of cases, accounting for 60 to 80 percent of cases of dementia (Alzheimer’s
Association, 2017). Hallmark indicators of dementia include short-term memory loss,
communication and language difficulty, visual perception deficits, and reasoning and judgment
deficits. Dementia is physiological, with brain cell disruption or death that causes symptoms
listed above.
Diagnostic process for Alzheimer’s disease begins as a process of elimination; other
reasons for cognitive decline are ruled out such as vitamin B12 deficiency, Parkinson’s disease,
or thyroid disorder (Mayo Clinic, 2016). To meet criteria for a diagnosis with Alzheimer’s
disease, one displays progressive decline in memory functions, an onset after 40 years of age, no
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other systemic or brain disorders, and deficits in more than two areas of cognition such as
problem solving, planning, sequencing, or attention (Porter & Kaplan, 2011).
Alzheimer’s disease was first described over 100 years ago by physician Alois Alzheimer
when studying what was then termed pre-senile dementia. The cause of this disease is still not
completely understood, with no prevention or cure at this time (Alzheimer’s Association, 2017).
Hallmarks of this disease are noted plaques and tangles present in the brain, and eventual brain
death. Cognitive decline is inevitable, with average survival from time of diagnosis of seven
years (Porter & Kaplan, 2011). Physiological markers evident in people with Alzheimer’s
disease include a buildup of plaques and tangles made up of amyloid proteins. These markers can
be identified by imaging of the brain. Research is being conducted that focuses on identification
of physiological changes in the brain before symptoms such as memory loss appear, which may
lead to earlier diagnosis and delayed progression (Graff-Radford, 2018).
Progression of Alzheimer’s disease is commonly divided into stages termed early,
moderate and severe. Early stages can be undetected, as a person may notice lapses in memory
but may still function independently. Moderate stage is the longest, and the stage where difficult
behaviors begin to occur. In this stage, a person may begin to demonstrate difficulty in
communication and ability to perform routine tasks (Alzheimer’s Association, 2017). People in
this stage begin to depend on their environment as they lose the ability to initiate tasks (Smit, de
Lange, Willemse, Twisk, & Pot, 2016). In end stage, a person loses most verbal communication
skills, motor control, and ability to respond to their environment, becoming totally dependent
upon caregivers (Alzheimer’s Association, 2017).
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Role of Occupational Therapy in Dementia Care
Literature reviewed to date shows value of occupational therapy in the realm of dementia
care. Occupational therapy practitioners have a unique understanding of the value and need for
occupation and meaningful activity (American Occupational Therapy Association, 2014).
Cognitive stimulation that comes from participation in occupation-based activity has been
identified and deemed important in the care of those with dementia (Ouldred & Bryant, 2008).
Participation in occupation in the elderly population in general, and in a population with
dementia specifically, is linked to life satisfaction and improvement in activities of daily living
and sleep (Smallfield & Heckenlaible, 2017). Occupations need not be time-consuming, as value
is not necessarily reflected in time spent on the occupation (McKenna, Broome, & Little, 2007).
When occupations are compromised, such as is experienced in dementia, satisfaction levels
decrease. One reason for this compromise is that caregivers are not equipped or trained to deliver
appropriate and stimulating activities (Harmer & Orrel, 2008).
As caregivers enter the important role in the care of a person with dementia, often the
daily demands for personal care, behavior management, and supervision leave little time for
learning how to implement meaningful occupations. Yet, this occupation impacts the health and
quality of life of the care recipient and can lead to a decrease in difficult behaviors. Education for
family and professional caregivers is an important step in behavior management and perceived
efficacy in caregiving. Indeed, for caregivers to be successful in implementing and adapting
these meaningful occupations, they must learn to do so (Harmer & Orrell, 2008).
Further literature review focuses on the benefit of occupational therapy with clients that
have been diagnosed with dementia. In one such study, Graff et al. (2007) found that
“occupational therapy is aimed at improving patients’ ability to perform activities of daily living,
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promoting independence and participation in social activities, and reducing caregiver burden by
increasing caregivers’ sense of competence” (p. 1007). When family caregivers are supported
and provided with needed education, they are better able to provide care and do so for a longer
time period in the home environment (Carbone & Gufliucci, 2015; Corcoran & Gitlin, 1992;
McClendon & Smith, 2015). Caregivers do not acquire needed skills simply because their loved
one develops dementia (Kelley et al., 1999), rather they require quality education from qualified
providers.
Although occupational therapy has been utilized previously in this population setting and
has been found to be effective, intervention has been unfortunately described as ‘inconsistent,
often suboptimal, and largely unplanned” (Odenheimer et al., 2013). Treatment may be
inconsistent and unplanned, but does add value to the dementia team in order to improve the
health and well-being in this population. Because intrinsic factors of the person with dementia
may not improve, a focus is placed upon the environmental supports needed for the person to
achieve his or her best ability to function. The environment is highly impacted by the caregiver’s
approach in care and support of the person with dementia. Occupational therapy can be impactful
in the treatment of the whole person, which includes his or her environment and care team.
Occupational therapy practitioners possess skills that enhance assessment and care given (Souza
et al., 2015), and provide education for caregivers to carryover those skills in a supportive and
safe environment. Education is an area where occupational therapy has been underutilized yet
has potential to improve the situation.
Communication and Behaviors Related to Dementia
As the brain experiences changes, the ability to communicate is impacted and often
results in problematic behaviors. Common challenges with communication include difficulty in
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word finding, decreased concentration during a conversation, difficulty in organizing thoughts,
increased time needed for processing information, and relying on gestures and other non-verbal
communication (Alzheimer’s Association, 2018b). This can result in increased frustration for
both the caregiver and person with dementia.
Although verbal communication skills decline, a person with dementia continues to
communicate their needs, often through non-verbal gestures and behaviors. These behaviors are
often “expressions of fear, frustration, pain, or an inability to make unmet needs known. In order
to prevent or minimize difficult behaviors, we must learn to communicate with the individual
with dementia” (Warchol, 2011). Decline in communication particularly effects the caregivers
who may struggle to interpret these behaviors as communication or to understand the meaning
behind the individual’s actions.
Behavior can be considered difficult when it is “unpredictable, frequent…and is
distressing to the individual or a nuisance to others” (Ouldred & Bryant, 2008, p. 243). Examples
of difficult behaviors can include sleep disturbances that increase behavioral problems that begin
at dusk and last into the night, termed sundowning, as well as agitation, wandering, and
emotional outbursts (Alzheimer’ Association, 2018c). When a caregiver is already overwhelmed
by day-to-day demands, difficult behaviors can further tax the mental, emotional and physical
health of the caregiver.
When negative behaviors arise, caregivers have difficulty caring for their loved one. This
daily stress contributes to caregiver burnout, with an increase in self-reported level of burden and
depression compared to caregivers of people with other conditions (Alzheimer’s Association,
2018). This state of stress and demand due to dealing with difficult behaviors can be a large
contributor in the decision to place a loved one with dementia into institutionalized care.
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Knowing how to provide care and how caregivers learn to provide that care, are both predictors
of long-term placement (Kelley et al., 1999). Coehlo, Hooker, and Bowman (2007) studied
considerations for long term placement with the most common reason cited as an aggressive
incident as a precursor to placement. Caregivers were unprepared and overwhelmed with these
behaviors on a daily basis. Indeed, role transition that occurs as a caregiver assumes the
responsibility of caring for a loved one with dementia requires acquisition of new skills,
especially in the initial phase (Ducharme et al., 2011).
Challenges Related to Caregiving of Persons with Dementia
Professional caregivers are trusted with the care of a loved one, but despite best efforts,
may fall short of expectations when dealing with difficult behaviors and other challenges with
this condition. Competent staff is in short supply (Bokberg et al., 2014) and are often
marginalized in the health care industry (Kolanowski, Van Haitsma, Penrod, Hill & Yevchak,
2015) and lack the information they need for effective caregiving. Nursing aides provide a
majority of direct care in an institution, yet do not have ready access to information such as
occupational profile and strategies to manage challenging behaviors. Even when a client has
been diagnosed and assessed for cognitive deficits, caregivers may lack the education to
understand what that means. For example, if a client receives a score of 4.2 on the Allen
Cognitive Scale, a level termed “Goal-directed Activity,” that score indicates moderate cognitive
impairment (Earhart, 2009). The caregiver may not understand that new learning is now a
challenge. Giving a new routine or new equipment such as a walker, with the expectation that
the client will understand and remember to use it, may become frustrating as a result.
Although the professional caregiver is an important member of the care team, family
caregivers are also necessary for continuity in the chain of care for the person with dementia
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(Bokberg et al., 2014). Due to the enormity of the role, caregivers are at high risk of burnout
(Alzheimer’s Association, 2018a). When family caregivers understand what they are facing and
develop strategies, caregiver burnout decreases. Blom and colleagues (2015) compared
caregivers who received education and support to those who did not. They found that the
educated group show significantly lower symptoms of depression. Burnout was decreased as
caregivers learned and used tools to improve the ability to care. Unfortunately, supports that
improved the caregiver’s ability to fulfill that role, such as education, were lacking in traditional
dementia care (Smallfield & Heckenlaible, 2017).
Caregiver Education
In order to address negative behaviors, caregivers need to learn about underlying reasons
for them and what effective strategies may decrease their frequency. Education of caregivers,
both professional and family, is vital to the management of these behaviors. How caregivers are
taught is critical. For instance, caregivers need more than a simple “how to” list; a handout
and/or single course to meet this need. Instead, the teacher should capitalize on the learner’s
previous experience and motivation to learn more about the topic. A traditional classroom lecture
format may not be enough to engage an adult learner (Smith, 2017). Adult learners need handson experiences, along with topics of interest to create an optimal learning environment. This
style of teaching yields a higher retention of learning than reading alone. In order to provide
effective caregiver training, education needs to incorporate several these components.
The purpose of caregiver education is to provide the tools to use in daily care situations,
which will improve the quality of care provided to the client. This concept is sound; however, the
delivery is often incomplete. Learning strategies and styles of caregivers are often not considered
in a training course. During the literature review, a study by Kolanowski and colleagues (2015)
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described education background of nursing assistants as “congruent with experiential learning”
and benefit from realistic and applicable learning situations. For this purpose, interactive learning
components have been deemed an important component of the education process.
Gaps in the literature exist in describing and validating specific interventions that would
be beneficial to educate caregivers of a population with dementia. The need for education is
identified; however, the best method of delivering education for both professional and family
caregivers is lacking. This research proposal is aimed in filling a part of that gap.
Summary
Dementia is frequently a progressive condition and takes a great emotional toll on
caregivers. As caregivers enter this role, they are underprepared, and lack the education needed.
When caregivers participate in education, perceptions regarding their ability to care can increase,
impacting daily care. Learning the most effective teaching methods, including an emphasis on
interactive learning, occupation and communication strategies is the aim of the study. In the
following section, methods for conducting the study are outlined and discussed.
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Section Three: Methods
Program Design
A mixed method design was used in this study. Caregivers of persons with dementia
attended an education course. Two pre-tests were administered to assess general knowledge of
dementia, as well as the caregiver’s perceived ability to care for the person with dementia. The
same tests were administered again at the conclusion of the training sessions. Both professional
and family caregivers were interviewed at the conclusion of the course to gain more information
on the experience of being a caregiver and participating in the education courses. This study was
approved by the Idaho State University Human Subjects Committee, with an Authorization
Agreement from the Eastern Kentucky University Institutional Review Board (see Appendix).
Research Questions
1) What is the perception of both professional and family caregivers about their ability to
provide care following an interactive education program for dementia care?
2) Does an education program change the caregiver’s general knowledge of dementia?
3) Does an education program for dementia care change the caregiver’s perceived ability to
care for the person with dementia?
Educational Courses
Three different dementia education courses were offered to caregivers with the
expectation that participants would enroll in one of the three courses. All courses were offered in
a series format; all were developed and taught by the author, who is an occupational therapist in
a community setting experienced in cognitive rehabilitation and dementia care. Courses targeted
an audience of caregivers, both professional and family, in two communities in southeast Idaho.
Courses were hosted by community education entities through their Workforce Training
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Programs. Two were provided through Idaho State University and one through the College of
Eastern Idaho.
Idaho State University offered two separate courses: one focusing on family caregivers,
and the other focusing on professional caregivers. The courses were titled “Demystifying
Dementia” and focused on dementia care, communication and strategies for managing behaviors.
The course for family caregivers was delivered over a course of three months, with a two-hour
training occurring once per month. Courses covered the topics of mild, moderate and end-stages
of progressive dementia. The course for professional caregivers was delivered over a period of
one month with two-hour sessions each week. The same topics were covered, however dementia
stages were not delineated. The College of Eastern Idaho offered a course titled “Senior
Caregiving in the Home” which was generally targeted toward caregivers, combining an
audience of family and professional caregivers into the same course spanning eight two-hour
sessions within a month timeframe. Content included topics such as personal care,
communication and behavior, dementia care, and use of occupation. All three of the educational
courses are summarized in Table 1.
Table 1
Overview of Educational Courses
Entity

Course Title

Course Length

Idaho State
University

Demystifying Dementia Behaviors for 3 sessions over 1 month; 1.5 hours
Family Caregivers
each session

Demystifying Dementia Behaviors for 4 sessions over 1 month; 2 hours each
Professionals
session
College of
Eastern
Idaho

Senior Caregiving in the Home

8 sessions over 1 month; 2 hours each
session
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The educational courses contained interactive components delivered over a period of time
in order to allow for application of education. Each education course emphasized a focus on
occupation. Activities were used to promote interactive learning and included videos, role
playing, group discussion, and case studies. The time lapse between classes within the course
promoted time for implementation of education during daily caregiving routines and allowed the
caregiver time to consider how education applied.
Instruments
For the purpose of this study, three instruments were used to gain information regarding
caregiver perceptions of their ability to provide for a person with dementia. Two of these
instruments, a seven question quiz on knowledge of dementia and visual analog scale to measure
perceptions of caregiving, were administered both pre- and post-education. The third instrument
was a semi-structured interview that was administered post-education.
The pre-test of general knowledge about dementia was developed by the research team
based on commonalities in the education courses listed in Table 1 and objectives of each. The
test was designed to learn a caregiver’s general knowledge about dementia prior to participation
in interactive education. The test included seven multiple choice questions.
When developing the tool used to measure change in caregiver perception, research was
done on use of a visual analog scale. Although this tool is most often associated with
measurement of pain (Hawker et al., 2011), it has been used in other areas successfully.
Brokelman and colleagues (2012) used this tool identify patient satisfaction after hip surgery,
while Vautier (2011) reported that the visual analog scale may be useful for measuring change
on subjective phenomena.
Since it is difficult to assign a number to a concept such as perception, the research team
opted to use a visual representation. Participants marked a point along a ten centimeter line prior
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to and following the education courses to indicate their perception. For example, a participant
would mark a level of confidence in his or her ability to care for a loved one with dementia, with
a range of “not at all confident” to “very confident” in one example question.
The semi-structured interview consisted of questions aimed at developing a further
understanding of the caregiving experience. Questions began with general information such as
how long a participant had been caring for a person with dementia and follow-up questions
allowed the participant to further elaborate on experiences such as why the education course was
needed and the benefit or lack of useful information received. Questions were included to learn
the experience of the participant with the interactive portions of the courses; this topic was
explored to further understand the impact, positive or negative, the interactive learning
experiences had upon the learning process.
Setting
The education courses were delivered in a traditional classroom on a college campus.
Pre- and post-tests and the semi-structured interviews were also administered in the classroom.
Recruitment
Participants were professional and family caregivers caring for people with dementia. In
order to meet criteria for inclusion, care recipients needed a diagnosis of dementia, although it
did not need to be Alzheimer’s disease specifically. Caregivers needed to be providing care on a
regular basis, defined as care at least three times per week. Other inclusion criteria required
caregivers to be between the ages of 18 and 90, providing personal care at least three times per
week, physically able to participate in the course, and able to attend at least 50% of the classes
offered during the course.
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Participants attended courses discussing issues faced by caregivers of people with
dementia. This research was completed in partnership with Community Education endeavors
through Idaho State University and College of Eastern Idaho. Caregivers were recruited from
courses offered through these entities. A short request was presented verbally at the beginning of
courses offered at these institutions and follow-up written materials were also provided to
potential participants. Participants signed informed consent to ensure understanding of their part
in the research process.
Data Collection
Participants were approached at the beginning of the first class using a scripted request.
Informed consent form was reviewed and signed by each participant. Next, participants
completed two pre-tests. One test was seven question multiple choice, which targeted general
knowledge of dementia. The second test consisted of five questions requiring a response on an
analogue scale which measured the perceptions of their ability to fulfill the role of caregiver.
Participants actively participated in the eight classes in the course. At the conclusion of
the last class, participants were given post-tests, which were identical to the pre-tests previously
taken. Lastly, a semi-structured interview, which lasted approximately 30 minutes, was
conducted after the post-tests were finished, as shown in Table 2. Interviews were conducted in a
private section of the building where classroom instruction was held; participants were
interviewed separately by different interviewers. Interviewers were student researchers from the
Idaho State University Master of Occupational Therapy program. Interviews were audiorecorded and transcribed verbatim by the student researchers.
Table 2
Data collection sequence
Step Artifact

Time line

Sample questions
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1
2a

2b

Informed
Consent
Pre-test
(dementia
knowledge)

Pre-test
(caregiver
perception)

Preceding 1st class
in education course
Preceding 1st class Dementia is
in education course
A. another term for Alzheimer’s disease.
B. a term to describe declined memory and
thinking skills that affect behavior
C. a disease that only affects memory
D. a temporary disease that affects the brains
of older people
st
Preceding 1 class How confident are you in your ability to handle the
in education course situation when a problem behavior occurs (e.g.,
sundowning, wandering, refusing care)?
__________________________________________
Not at all confident
Very confident

3

4a

4b

5

Completion
of
education
course
Post-test
(dementia
knowledge)
Post-test
(caregiver
perception)
Semistructured
interview

Ranges from 3-8
classes

Following
completion of
education course
Following
completion of
education course
Following
completion of
education course

What makes you feel that you are a
capable/effective caregiver? (example: When we
successfully accomplish a task)
What makes you feel ineffective? (example: when
my care recipient resists care).

Data Analysis
Scores from the pre- and post-tests were compared on an individual basis, noting
individual improvement, and then as a group. Pre-intervention assessments scores were average,
which was repeated for the post-intervention assessment scores.
Qualitative information was gathered through the transcripts from the semi-structured
interviews of the caregivers following completion of the education courses. Interviews were
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transcribed and coded for themes to describe the experience. Each interview was reviewed for
common ideas and experiences. These themes would be grouped together as codes (Braun &
Clark, 2006).
Validity
Threats to validity are inherent in most studies. This study was dependent upon caregiver
reports, which were measured with pre- and post-tests of the caregiver’s perception. This
construct is not typically quantified. In order to reduce this threat, a visual analog scale
measurement was created and used, was suggested by Brokelman et al. (2012).
This study was designed to measure change in perception after participation in caregiver
education courses. Timing and content of this education were not uniform; rather, continuity was
in that the education was delivered in a series format and contained an interactive component.
Courses covered the same basic content material, but were altered for each audience (i.e. family
or professional caregivers) and time frame. Participation in differing education courses for
caregivers of persons with dementia may have different results.
There was an assumption and a hypothesis that the intervention would prove beneficial.
As a result, there was a potential of skewing data to ensure a positive result and was considered a
threat, whether conscious or unconsciously. Reporters were trained to recognize and negate bias
during collection of data.
Ethical Considerations
The American Occupational Therapy Association (AOTA) states the need for ethics in its
Code of Ethics. “AOTA members are committed to promoting inclusion, participation, safety,
and well-being for all recipients in various stages of life, health, and illness and to empowering
all beneficiaries of service to meet their occupational needs” (AOTA, 2015). Indeed, an
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occupational therapist owes it to his/her clients to provide treatment in an ethical manner. In
order to provide ethical services, one must identify potential ethical problems. For the purposes
of this study, the following considerations were identified.
The population studied worked closely with people who are vulnerable due to cognitive
and possible physical impairments. Caregivers are at risk of heightened emotional states and
fatigue (Alzheimer’s Association, 2018a). Care must be taken to fully inform participants of the
commitment made and any risks identified. Informed consent form specified risks and
requirements for participation.
The collection, storage and reporting of data, was important during the experimental
phase. Documents were de-identified and assigned a participant number for consistency. All
materials were secured in the Idaho State University Department of Physical and Occupational
Therapy in a locked filing cabinet.
Due to the personal nature of the study, becoming personally involved in a participant’s
individual and family dynamic was a risk. Maintaining professional boundaries were kept to
maintain the integrity of the data and objectivity in the education. Personal information was
collected and protected to maintain privacy of the participant, and personal information was used
only to contact participants to schedule post-education interviews. Documents such as pre- and
post-tests were de-identified with a participant number only. All records were gathered and
stored maintaining HIPAA standards, as per the study protocols.
Summary
An education programs was implemented to give caregivers the tools they needed to
provide confidence and skills to fulfill roles effectively. The supposition was that the interactive
education program would result in improvement in caring for a person with dementia.
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In developing quality education courses, inclusion of interactive components improves
the opportunity for education to be reinforced through these activities. During these interactive
opportunities, caregivers can increase their level of confidence before practical implementation.
When caregivers feel that they are prepared to provide the best care for a loved one or client, this
positive perception of their abilities can positively impact quality of life of the person with
dementia.
Occupational therapists are poised to impact the education process using their unique
skills to enhance occupation (Miller & Butin, 2000). Occupational therapy is beneficial; we have
seen it at a practitioner level and with testimonial reports. However, it is through reliable and
quantifiable methods that it is validated and adds to the profession’s credibility in this practice
area.
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Section Four: Results and Discussion
Implementation of this project was a culmination of research, design and delivery of
education programs, and gathering data. Anticipated number of participants was not achieved;
however, information gathered was relevant and succeeded in meeting objectives of the project:
Discover the impact of interactive education on the perception of the role of a caregiver for a
person with dementia. This research project additionally serves as springboard for future
research in this area.
Results
The purpose of this capstone study was to discover the impact of education on caregivers
of people with dementia. The education consisted of three basic topics: general and basic
information on dementia, behaviors and communication, and the impact of occupation in the
lives of persons with dementia. Of the three courses offered, only one was taught (Demystifying
Dementia course that was offered through Idaho State University community education). The
two other courses were cancelled due to limited enrollment. Although 17 people participated in
the course that was taught; participant numbers were small. Only two participants, both family
caregivers, met inclusion criteria and completed the study. Due to the small number of
participants, quantitative results were not statistically analyzed, and qualitative results did not
achieve thematic formation. The following is a description of the data.
Qualitative results. The two transcriptions were coded and common codes were
categorized. However, themes cannot yet be established (Braun & Clark, 2006). The common
categories that emerged in the interviews included caregiver burden, emotions experienced,
benefit of education, education course format, and quality of care, as illustrated in Table 3.
Table 3
Summary of categories with examples
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Category

Examples

Caregiver burden




Emotions experienced



Benefit of education







Quality of care




Education class format 


“So it’s harder… physically harder and it is probably somewhat
mentally harder as it goes along because we’re wearing down
too” (Participant 1)
“…deal with … feelings and emotions knowing that that person
cannot be in the home anymore because there are limits, and we
know that” (Participant 2)
“sometimes a person, myself, has some guilt feelings when I
see…not really being able to help…” (Participant 2)
“the class helped me too and I realized that she can’t help it and if
I am a lot calmer I can talk to her a lot better. So that was a big
help for me and it was covered in class. That was probably the
biggest help for me personally.” (Participant 2)
“So, just the little valuable things here and there that you…we
never would have picked up” (Participant 1)
“Mom’s forgetting things then she will repeat them. And he
(participant 1’s spouse) was saying, “I just told you that, I just
told you that.” And he’s not doing that anymore.” (Participant 1)
“I think it gave you a pretty darn good basic knowledge for
yourself and for the person that you are taking care of…”
(Participant 2)
“…just those kinds of things to keep her engaged on that kind of
a level with others.” (Participant 1)
“She does not enjoy going (to social events), but she enjoys being
there.” (Participant 1)
“I think group discussion is really good” (Participant 2)
“…especially when it is a small class like this, you know the
people and maybe you will get a really good interaction.”
(Participant 1)

The participants were forthcoming during the qualitative interviews and willing to share
their experiences; both experiences gained during the education course and while fulfilling the
role of caregiver. Their emotions, successes and frustrations were revealed during the dialog.
Results of the qualitative interviews are presented within the following case studies:
Case 1. Participant 1 was a female family caregiver caring for her mother-in-law with
dementia in her home. She was also involved with her father’s care, who resided in a home alone
across the street. He had normal cognitive function. She had a degree in the area of health
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education and came to the education course looking for insight in order to better care for her
loved ones. She reported having searched internet resources previously to locate reputable web
sites for information on dementia as well as seeking information from her primary care
physician.
She described the demands as a caregiver as coordinating care and navigating family
dynamics. She stated that she found herself valuing time alone, even when completing tasks
such as grocery shopping because she spent a majority of her time caregiving. She described
feelings of guilt, especially when looking at end of life decisions for her loved one such as
placement in a long-term care facility.
She gave feedback about the course including a desire for an additional class that gave
more community resources and some medical information. She enjoyed the interactive elements,
citing role plays and small group discussion as well as the use of Power Point to deliver the
content. Most valuable to her was the interaction with other participants and the feeling that she
was not alone, stating “It was really helpful to know you are not the only one.”
When asked about benefits about the course, she added valuable input. This participant
came into the experience with a good educational foundation, but was open to new information
and strategies. She stated that “new knowledge is…valuable to people in our situation.” She
described discovering that new learning for a person with dementia is limited, such as using a
walker or other device. She had incorporated that into her daily care. She also reported a better
understanding of the underlying cause of behaviors. She is now incorporating more use of
occupation such as social engagement to improve her care recipient’s daily life.
Case 2. Participant 2 was male, also caring for his mother in his home. He and Participant
1 were married and the two participants attended course together.
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Although he felt the impact of being a caregiver, such as limited travel and dealing with
family dynamics, he did not seem to share the same level of responsibility as his spouse. He
stated that when becoming a caregiver, “we knew what we were getting into (but)…it’s harder…
as it goes along because we are wearing down.”
They have had a paid caregiver that comes to the home to provide more of the personal
care and giving him a respite. He also shared feelings of guilt regarding end-of-life issues for his
mother, as well as feeling guilty because he wants time away from her.
Unlike his spouse, Participant 2 did not access education prior to attending the course
except through the primary care physician. He described his need for more information when he
“started getting the picture that things are not normal.” He was frustrated by some of his
mother’s behaviors and wanted to better understand and deal with them effectively. After taking
the course he was able to “settle down…(become) calmer... and talk to her a lot better.” He
learned to avoid taking the behavior personally and reported improved interactions. He also
learned to allow more time for his mother to process information. He reported benefit of
learning more about dementia itself and how it impacts his loved one. Another benefit this
participant shared was the feeling of support from other classmates; “We are all in the same deep
ocean trying to swim.”
Participant 2 described the interactive portions of the course but did not personally enjoy
that aspect. He reviewed the interactive components, including small group discussion and role
play. He later revealed that this was not part of his personality, stating “I’m not the one that
actually likes to get up and talk in the group. It puts the pressure on me.”
His feedback about the course itself was that there was a great deal of information
delivered in a short time. He also would have liked to have seen more community resources
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given in an additional class. He stated that he would recommend the course to others, especially
members of his family.
Quantitative results. Pre- and post-surveys were administered to each participant;
surveys were completed and returned for analysis. Data is presented in Table 4.
Table 4
Summary of quantitative data
Pre-test
Post-test
Pre-test
Post-test
(dementia
(dementia
(caregiver (caregiver
knowledge) knowledge) perception) perception)
Participant 6/7
6/7
1
Participant 5/7
6/7
2
*one data point omitted by participant

26.1 cm

26.3 cm

Total
Change:
dementia
knowledge
No change

25.3cm

30.0 cm

+1

Total
Change:
caregiver
perception.
+ 5.5cm *
+ 4.7 cm

Both participants scored well on initial pre-test regarding dementia, missing one or two
questions. Although within the interviews, they both reported an increase of knowledge, this was
not indicated with the pre- and post-tests.
The caregiver’s perceptions were measured using a ten centimeter line with hash mark
placed vertically to intersect at the point that best represented the answer to the question posed,
with the more positive/confident answer placed on the right end of the line. These responses
were measured with ruler to indicate change in perception as a result of the education. Both
participants indicated positive change, with the exception of one question, “How confident are
you in your ability to handle the situation when a problem behavior occurs?” where one
participant indicated a negative change of 1.2 cm.
The use of the visual analog scale was a conscious decision to avoid use of ambivalent
answers that may have been used in a traditional Likert scale. Differences were noted in pre- and
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post-testing and were reflective of the changes each indicated in follow up qualitative interviews.
This questionnaire was easy to use, and both participants were able to follow directions and
complete correctly.
Discussion
The objective of this study was to discover the impact of education for caregivers of
people with dementia. Although participation was limited, rich descriptions were given with
initial indications that perception positively improved after completion of the education course.
Perceptions of caregivers. Providing care to a person with dementia is a daunting task.
There are many emotions experienced, such as frustration, grief, joy and burnout. Each
participant in this study described these emotions, as well as a desire and need for more
information. Arming caregivers with knowledge and skills improves ability to provide care.
DiZazzo and colleagues (2014) also linked this knowledge to quality of care and increased
safety. They noted, however that it is difficult to measure this aspect due to lack of tools
developed for this purpose.
Change in caregivers’ knowledge. Knowledge of dementia remained relatively
unchanged, according to the test administered. It was anticipated that the pre- and post-test
regarding knowledge of dementia would yield a usable result. This did not prove to be the case
as neither participant significantly increased the initial score. This was contradictory of the
information received in the qualitative interview where both participants reported an increase in
knowledge after completing the course.
The pre- and post-test used for dementia knowledge was most likely not sensitive enough
to changes in knowledge gained. It is possible that the questions were too broad or written at a
level that allowed one with general knowledge to answer accurately. Participant 1 came into the
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course with some reported knowledge gain through reputable sources such as the Mayo clinic,
while Participant 2 reported limited knowledge at the beginning of the course. However, both
participants had similar scores on both pre- and post-testing.
Assessments measuring knowledge of dementia have been developed, yet this study
developed its own measure based upon course curriculum. This may have revealed a bias from
researchers that limited the effectiveness of the tool. Because the tool was recently developed
and had not been widely used, validity and reliability had not been established (Sullivan &
Mullan, 2017). Future considerations include exploration of measurements that have had such
psychometric properties validated.
Change in caregivers’ perceived ability to provide care.
Each participant showed positive changes in his or her perception of the ability to care for a
loved one with dementia. The two participants were married and shared caregiving
responsibilities of his mother in their home. This did not mean that they shared the same
experience. Differences emerged, such as where they found their information regarding dementia
and implementation of caregiving strategies. He was content to learn from his physician and the
course attended, while she searched further from reputable websites to supplement. Both
benefitted from strategies and information given, but he seemed to learn more strategies that
applied to the situation and increased his understanding of what dementia was. She expressed
value of interactive learning experiences, while he preferred to learn from a lecture format.
Both participants noted that communication difficulty was a regular occurrence. When
learning strategies in the course, participants reported that improvements were evident in daily
interactions. As communication skills are learned, incidence of negative behavior also decreases
(Carbone & Gugliucci, 2014). Both participants gave examples of instances of implementing
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strategies such as allowing more time for processing and redirection when the care recipient
repeated herself.
Caregivers expressed feelings of isolation and unpreparedness, leading them to seeking
an additional resource and enrolling in this course offered. This feeling of being thrust into that
role is documented in the literature (Ducharme et al., 2011; Kelley et al., 1999) and confirmed
within the cases in this study. This issue was not addressed as an aim of the study, yet both
participants made several statements indicating how important it was to decrease isolation and
the feeling of comfort that came from meeting other caregivers in the course. This is a quality
that is absent from on-line learning courses available to caregivers via the internet.
Limitations
The small sample size was a disappointment, especially given the university partnerships
and time dedicated to create the education materials. Recruitment was impacted by a variety of
factors. This research study was designed for a small geographical area in southeast Idaho. The
small population itself is a limiting factor, with a smaller number of caregivers that met inclusion
criteria for the study. The small number of participants may have also been impacted by limited
resources such as transportation and respite care available to encourage attendance in educational
courses.
Two participants met inclusion criteria and were included in the study. Although the
input was valuable and the perspective offered was important, it may have been somewhat
biased. Both participants were family caregivers, married to each other and cared for the same
person, making their experience a limited representation of caregivers as a whole. There were no
professional caregivers that met inclusion criteria and this important piece remains unexplored in
this study.
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Courses were offered at the request of community education entities to satisfy a
perceived demand for caregiver education. Courses were advertised in mailers distributed
throughout the population and news stories were generated to increase interest. Unfortunately, at
the time of this writing, two of the three courses were cancelled due to minimal enrollment
numbers not being met. Need for the program remains; however, the reason for small enrollment
numbers is under investigation. Issues such as location and timing of course, pricing, and failure
to reach targeted audience are under consideration.
The inclusion criteria proved problematic, decreasing potential input of caregivers.
Inclusion criteria required caregivers to be providing direct care to a person with dementia at
least three times per week. This criterion, although deemed important when designing the
project, excluded course participants such as one family that wanted to learn strategies for a
parent/grandparent that did not live with them. Yet, this family had direct contact with their
loved one and were involved in his care. They understood the demands of the family caregiver
role.
Implications for Practice
Caregivers, both family and professional, do not often come into their role fully prepared
to face the difficulty in providing care and dealing with difficult behaviors in this population
with dementia. In order to fulfill that role and care for their loved ones, these caregivers would
benefit from opportunities to learn and improve their ability to care for those with dementia. Yet,
opportunities for learning are difficult for a caregiver to attend, are inconsistent in their offerings,
or unavailable in the caregiver’s geographical area.
This study explored the impact of caregiver education based on evidence from the
literature. In these courses, each class was designed to provide caregivers optimal learning
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experiences, using interactive learning activities, and providing information deemed most
relevant (Carbone & Gugliucci, 2014; Danzl et al., 2016; DiZazzo-Miller, Samuel, Barnas, &
Welker, 2014; Huang et al., 2013; Smith, 2017) and necessary for caregivers to learn in order to
be effective in their roles.
These courses were designed by occupational therapists who provided the education.
Occupational therapists are educators by nature; they are educating clients, families, other
practitioners, and communities as a routine part of practice. Despite this aptitude, occupational
therapy is rarely reimbursed by traditional health care payer for this service. To provide this
valuable service, occupational therapists can provide education within community outreach
programs as described in this study, which could be affiliated with a hospital or community
agency. Benefits of partnerships with these entities include wider marketing reach, procurement
of facilities and technology, and potential participants. Working with a community agency
allows the occupational therapist to work outside the confines of the medical environment.
An occupational therapist has training in occupation, task analysis, environmental
adaptations, and other aspects. With training beyond the education provided in occupational
therapy programs (Dementia Care Specialists, 2017), therapists are poised to benefit clients with
dementia and their families. With an expertise in dementia care, occupational therapists can
become effective educators in dementia care and share the benefits of occupational therapy
involvement in this arena (Dooley & Hinojosa, 2004). Educators in occupational therapy
programs can encourage proficiency by providing lectures and reference materials that provide
information regarding common behaviors, ways to communicate, basics of dementia and
importance of occupation in improving function.
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If health care insurance companies are able to see the improvement in care and in turn the
financial benefits of keeping a person with dementia at home with decreased medications and
complications, it may “open avenues” for increased services provided for people with dementia
and their caregivers. With education, caregivers increase skills and confidence in their ability to
care for those with dementia, thus improving quality of life for the care recipients.
Future Research
Although there were limited number of participants who were available and met the
criteria, the study will continue during the upcoming year. An increased number of participants
will offer further perspectives, including that of professional caregivers. With a larger sample
size, codes can be generated to reach saturation and thematic development for qualitative results
and to increase statistical significance in quantitative measures. The IRB approval remains active
until August of 2019.
Each of the courses are again offered in the spring term. Courses are being re-designed
according to feedback received from students and marketing is being targeted directly to
appropriate audiences to increase enrollment numbers and potential participant pools. In-home
agencies that employ caregivers will be contacted directly with marketing materials and further
information regarding courses available and potential benefits of the education. Home health
agencies and support groups that serve family caregivers will also be contacted with materials.
As noted in limitations of this study, inclusion criteria proved to be too exclusionary.
Prior to collecting data in the spring semesters, revision IRB applications will be submitted to
revise inclusion criteria to include caregivers that may not be providing direct care three times
per week, yet fulfill the role of caregiver for a person with dementia. The dementia pre-test will
also be reviewed and revised to improve sensitivity to more effectively measure the change in
knowledge about dementia. Research regarding this tool is ongoing.
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Information from this study can be implemented directly into a Cognitive Care Plus, the
dementia care program described earlier where professional caregivers assist families to facilitate
occupation-based programs for a person with dementia in the home environment. It is
anticipated that with the education component addressed, the program could continue to a second
pilot phase. Once the program demonstrates continuity in training, recruiting, and
implementation, research could continue regarding the value of occupation-based activity in a
population with dementia as seen by improvement in ADLs, decreased or delayed institutional
placement, and/or decreased falls in the home environment.
As seen in this study, caregivers value education to assist in their role, with improved
perception impacting the ability to provide care. The impact this education has, whether it be
behavior management or use of occupation, can be measured in future studies in order to create
effective programs for people with dementia to improve quality of life.
Summary
This study began as an exploration of a small dementia program, with the intention of
measuring the impact of occupation-based activity. Once the connection between successful
implementation of the program and education of caregivers was defined, the study evolved to
measure the impact of education. This included a population of both family and professional
caregivers. Education is an important contribution to the role of caregiver, empowering him or
her with knowledge and strategies that can be used to improve communication, decrease negative
behaviors of the person with dementia, decrease caregiver burnout and generally improve quality
of life for the person with dementia.
Education is available, and in the case of professional caregivers, is required for some
settings. The many education courses are diverse, with varied content and delivery styles. This
study examined courses that involved an interactive component and were delivered through a
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series of classes over a period of time. The series format allowed students to implement
strategies learned between class sessions, then return to additional classes to add to the base of
knowledge with the chance to trouble-shoot problems with instructors and other classmates.
Each of the three courses involved in the study delivered content regarding dementia,
communication and behaviors, and the importance of occupation and meaningful activity. The
aim was for caregivers to complete the education course and feel better prepared in their role and
more confident in the delivery of care. An additional benefit gained by participants in the study
was the value of caregivers coming together as a form of support.
This study was limited by many factors, including a small pool of participants. However,
the information garnered was valuable and reinforced what was learned in the review of
literature. Results are promising and support the need for future research in this area to improve
the education available for caregivers of people with dementia.
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